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Chronic obstructive pulmonary disease (COPD) is a highly prevalent condition worldwide and is
associated with significant mortality. This paper gives an overview of the relevant literature
regarding care needs in advanced COPD from the perspective of the patient or carer, and aims
to explore the appropriateness of a palliative care approach in this group. Publications re-
vealed that patients with COPD have a high symptom burden that impacts on quality of life
and social functioning. Information provision in COPD is often lacking and the implications
of diagnosis and prognosis are not routinely discussed. The impact on families and carers is
considerable, many patients have significant care requirements which can affect family rela-
tionships. Although patients with COPD have regular contact with health services, access to
specialist services and palliative care is poor. This paper highlights the need for increased14 262 0174x31.
ld.ac.uk (C. Gardiner).
9 Elsevier Ltd. All rights reserved.
160 C. Gardiner et al.provision for palliative care in COPD, alongside dedicated education and training for health
professionals, and continued research to identify the most appropriate ways of delivering this
care.
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Chronic obstructive pulmonary disease (COPD) is one of the
most common respiratory diseases in the UK and worldwide
with the prevalence in adults40yrs estimated at 9e10%.1 It
has been estimated that 1.5 million people in the UK are
affectedbyCOPD.2Over 27,000 deaths in theUK in 2004were
due to COPD, representing 5.1% of all deaths (4.3% of all male
deaths and 5.9% of all female deaths).3 Most patients are not
diagnosed until they are in their fifties and the prevalence
increases with advancing age with the average age of death
from COPD being 76. General Practitioner (GP) consultation
rates in the UK for COPD ranged from 400 per 10,000 for
people aged 45e64, to 1000 per 10,000 for those aged 75e
84,4 this is two to four times rates for chest pain caused by
ischemic heart disease.5 Prognosis in COPD is poor; for
example one hospital-based study identified that 50% of
people died within two years of hospital admission for an
acute exacerbation of severe COPD.6 Five-year survival from
diagnosis in the UK is estimated to be 78% in men and 72% in
women with mild disease but only 30% in men and 24% in
women with severe disease.7
Although COPD is commonly perceived to be associated
with a high symptom burden, symptom distress, and
impaired functional status few empirical studies have
examined the disease from the perspective of the patient. A
comparison of symptom prevalence in advanced cancer,
AIDS, heart disease, renal disease, and COPD identified
a core pathway towards the end of life in terms of symp-
tomatology. Many symptoms were widely but homogenously
spread across the five conditions, with the three symptoms -
pain, breathlessness, and fatigue being universally preva-
lent. Insomnia and anorexiawere also recurrent symptoms in
all conditions.8 When compared to patients with advanced
lung cancer, patients with COPD were found to have signifi-
cantly worse activities of daily living and worse physical,
social, and emotional functioning than the patientswith lung
cancer. Patients with COPD were also more likely to besuffering from clinically relevant depression and anxiety
(90%), when compared to the lung cancer patients (52%).9
There is increasing evidence within the UK of a commit-
ment by policy makers to the provision of palliative care
across the spectrum of life threatening disorders. The
ongoing development of a National Service Framework for
COPD aims to improve the quality of, and access to, COPD
services and to reduce inequalities and health care uti-
lisation costs.10 The recently published End of Life Care
Strategy for England11 highlights the need for appropriate
care for all patients approaching the end of life and iden-
tifies that currently care of people dying from conditions
other than cancer is particularly likely to be inadequate.
The strategy outlines recommendations in key areas such as
the identification of people approaching end of life, care
planning, coordination of care, access to care, and service
delivery. However it also acknowledges that the evidence
base is poor in many areas of end of life care provision,
again highlighting particular deficiencies relating to ‘non-
cancer’ conditions. There is a growing recognition of the
need for patients with advanced COPD to receive palliative
care. The palliative approach centres on management of
symptoms, maintaining quality of life, good communication
and the psychosocial and spiritual support of both the
patient and carer.12 Research suggests that few patients
with non-malignant disease are referred for specialist
palliative care, and palliative care for patients with COPD is
poor compared with the care received by patients with
cancer.9,13,14
Whilst the view that palliative care should move beyond
cancer is widely endorsed, there remains a lack of relevant
data on the care needs of patients with life limiting condi-
tions such as COPD. This overview of the literature was
completed as part of a pilot study investigating the palliative
care needs of patients with advanced COPD. In this paper we
identify what is known in the literature about the health care
needs of patients with advanced COPD, from the perspective
of the patient or carer. The aim of the review is to explore
Table 1 Key variables proposed by Steinhauser to deter-
mine quality end of life care.15
Symptom Management
Support of Function and Autonomy
Advanced Care Planning
Use of Resources
Patient and Family Satisfaction
Patient-Provider Communication
Quality of Life
Patient and Family Education
Family Burden
Survival Time
Provider Continuity and Skill
Bereavement Support
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atic and dedicated palliative care approach in COPD.
Methods
This overview of literature was conducted following the
principles of a systematic search, but does not constitute
a comprehensive systematic review. This was not possible
due to resource limitations preventing, for example, the
translation of non-English language papers. However the
review attempts to identify all the key published papers in
the area. The following search strategy was used in the
databases MEDLINE, PSYCHINFO, and CINAHL to identify
papers on the subject of this review ‘COPD OR COAD OR
chronic obstructive pulmonary disease OR chronic
obstructive airways disease OR respiratory disease OR lung
disease’ AND ‘palliative care OR terminal care OR end of
life care’. Appropriate wildcards were inserted to search
for word ending truncations where necessary. Literature
had to meet with the following criteria in order to be
selected for the review. Papers had to describe original
data and be written in English. Studies had to refer
specifically to patients with COPD or COAD which was
described as end stage, advanced, or severe. Studies had to
describe care needs as defined from the perspective of the
patient or carer. Following the extraction of literature the
researchers CG and MG independently evaluated the
abstracts, in cases where there was disagreement between
researchers, consensus was reached by discussion.
Results
Using these methods 295 papers were located, 280 papers
were excluded as they did not specifically refer to
patients with end stage/advanced/severe COPD, did not
explore care needs, or did not explore views from
a patient or carer perspective. Across the 15 selected
publications, the evaluation of research evidence was
considered according to the key variables proposed by
Steinhauser (2005) to determine quality of end of life
care. These variables were developed in response to
substantial end of life care research which identified
outcomes as a high priority, and aimed to define and
evaluate quality outcomes using key variables relating to
different domains.15 The Steinhauser variables are listed
in table 1. Whilst the majority of these end of life quality
outcome variables are addressed in studies of COPD, we
found no studies reporting qualitative evidence relating to
advanced care planning, survival time, or bereavement
support, hence these end of life quality outcome variables
are not discussed in the context of this review and are
highlighted as gaps in the research.
Symptom management
Patients with COPD often report high symptom burden with
poor control of symptoms as being a central feature of their
condition. The predominant and most troublesome
symptom experienced by the majority of patients is
breathlessness with up to 94% of COPD patients reporting
chronic dyspnoea.16 Breathlessness may vary in severity butinevitably affects multiple aspects of patients’ lives. Jones
(2004) explored the needs of 16 patients dying from COPD
and reported that breathlessness had significant negative
effects on lifestyle including a frustrating lack of mobility,
and consequent difficulties around the house and with
social contact.17 The breathlessness that accompanies
physical exertion was also highlighted in a study by Rob-
inson (2005) and caused patients, either consciously or
unconsciously, to reduce their level of physical activity.18
Elkington (2004) explored the experience of the last year of
life in COPD from the carer perspective. Interviews with
carers revealed the overwhelming effect breathlessness
had on patients in terms of physical functioning and life-
style restrictions, for example the inability to climb stairs.
Some patients were reported to be unable to perform
personal tasks such as washing and showering due to
breathlessness.19
Breathlessness is a central feature of COPD which is
illustrated in studies comparing symptom prevalence in
COPD and other respiratory conditions. In a comparison of
symptoms experienced by patients with COPD and lung
cancer, cancer patients reported higher levels of pain, but
dyspnoea was more frequently reported in the patients
with COPD.20 A comparative study of the palliative care
needs of patients dying from lung cancer and chronic
respiratory disease (majority COPD) also identified that
significantly more patients with chronic respiratory disease
experience breathlessness in their final year of life (94%
respiratory disease vs 78% lung cancer).21
In some cases breathlessness is accompanied by fear,
anxiety, and panic22 with some patients describing how the
fear of breathlessness inhibits participation in strenuous
activity.23 The fear of being unable to breathe can be as
disabling as the actual effects of breathlessness, and can
decrease a patients level of functioning still further, for
example some patients are reluctant to leave their homes
due to fears about the onset of breathlessness. In addition
to breathlessness, patients with COPD suffer from
a considerable range of additional symptoms. Fatigue or
weakness is commonly reported, often as a consequence of
breathlessness.19,24,25 Other symptoms reported in COPD
include pain, difficulty sleeping, thirst, anxiety and
depression, weight loss, cough, constipation and inconti-
nence.19,25,17,24 The severity of these other symptoms, in
162 C. Gardiner et al.addition to breathlessness, also contribute to overall
quality of life.
The symptom burden for patients with COPD is high,
with the progression of symptoms leading to reduced
physical, psychological, and social functioning and greater
requirements for care. Many patients are restricted not just
by the physical effects of their symptoms, but also by the
fear associated with their symptoms worsening.Quality of life, functioning and autonomy
The effects of inactivity due to reduced physical abilities
affect patients social functioning and quality of life. In
a comparative study of care needs in patients with
advanced COPD and end stage lung cancer, Gore (2000)
observed that the majority of the 50 COPD patients were
housebound, and nearly a third were chairbound.9 The
effects of virtual confinement and social isolation over
a protracted period become more evident as patients have
less contact with the outside world and quality of life
becomes reduced. A phenomenological study by Ek & Ter-
nestedt (2008) described how patients with COPD report
loneliness as a common feature of their condition. They
described social isolation despite having access to close
relations, there was a feeling amongst patients that they
themselves avoided relationships, and others avoided
them.26 This feeling also resonated with patients in a 2004
study who reported loneliness due to the inability to
socialise and described feelings of being neglected by
family members, despite them living close by.27 The
experience of being unable to participate in various activ-
ities also made patients feel they had little to talk about or
contribute when meeting others because nothing happened
to them.26 Participants in a study by Barnett (2005) simi-
larly described the negative effects of COPD on social
functioning and quality of life. Many patients described
losses relating to the ability to socialise and enjoy
a ‘normal’ life. Considerations such as difficulty walking,
poor weather, and the need for oxygen and medication
meant social activities required considerable forward
planning.28 Quality of life data has been shown to demon-
strate a low level of social functioning in patients with
COPD, with effects on both social activities and family
life.24 Reduced mobility, an inability to get out of the
house, and social isolation have also been shown to lead to
feelings of loss of the previously active person, and have
been linked to depression.19 Patients in a 2004 study by
Seamark also reported themes of loss relating to the inex-
orable decline in activities of daily living.29
Conversely, access to good social support can help
enable the emotional adjustment required to live with
COPD and can help preserve quality of life.30 The sense of
connectedness that some patients hold with their families
can lead to experiences of security and happiness, and
a sense of belonging.27 Other patients report how good
quality of life arises from close family relationships which
enable patients to maintain a sense of identity, and gain
practical help and psychological support.23 Whilst some
patients may develop strategies to maintain a positive
outlook and functioning social networks, social isolation
and poor quality of life are common features of COPD.Recognising that patients with COPD are particularly
vulnerable to reduced quality of life and social isolation is
crucial, and it should be acknowledged that opportunities
exist for improvement of services and management strat-
egies for this group of patients.Patient-provider communication and patient-
family education
Patient understanding of COPD and its implications is often
poor, and patients often cite misunderstanding about their
condition as an important area where information is lacking.
A 2004 study by Jones observed that although most patients
knew the name of their condition, over half wanted more
information, for example regarding managing their lives
living with COPD. Over half of patients knew their condition
was progressive or incurable but it is unclear whether
patients had a complete understanding of the prognosis in
COPD.17 Patients with COPD often report a need for more
information on their condition. There appears to be a great
deal of misunderstanding about COPD and its causes and
treatments. For example some patients in a 2005 study by
Robinson thought COPD had a better prognosis than lung
cancer. Patients felt that having more information on their
condition would better prepare them for the future and
enable them toplan ahead.18 Patients in a 2000 study byGore
also reported a lack of diagnostic information and informa-
tion on prognosis and future management, often patients
understanding of their prognosis was brought about by
experiences such as conversations during emergency
admissions rather than earlier communications with health
professionals.9 Information gathered from the carers of
deceased COPD patients revealed that only 63% of the
deceased were believed to know they were going to die,
despite patients being housebound, with a high symptom
burden, and having recent hospital admissions.25 A reluc-
tance to communicate prognosis has also been identified in
studies exploring the views of health care professionals
caring for patients with COPD. Spence (2008) reported that
a key barrier to the delivery of palliative care in COPD was
a reluctance of professionals to negotiate end of life
discussions, coupled with a perceived lack of understanding
among patients regarding illness trajectory.31 A 2001 study
exploring GP’s perspectives on discussing prognosis in COPD
also observed that although GP’s acknowledged the impor-
tance of discussing prognosis in advanced COPD, this was not
always reflected in their reported behaviour.32 Considering
the high symptom burden and poor prognosis of COPD, it is
concerning that information provision for patients seems so
inadequate. There is a clear need for pragmatic strategies to
help enhance communication and information sharing in
COPD in order for patients to be able to make informed
decisions about their care and the management of their
condition.Family burden
COPD has profound effects not only on the patient, but also
on their families and carers. Many patients with COPD
receive help from family or friends with practical tasks such
Care needs of patients with COPD 163as housework, shopping and cooking, errands, personal
care, and taking medications.19,25,23 Patients also differ in
the amount of care they require, some patients maintain
a reasonable level of independence and only require
occasional help around the house or with errands, whilst
other patients are completely dependent on their carer and
are aware of the difficulties they would face without them.
The distinction between practical and emotional care is
rarely clear, with families and carers often enmeshed in the
experience of living with COPD and providing a vital source
of both physical and emotional support. Care is most often
provided by the patients’ spouse or child.19,25,23 Whilst the
majority of care for patients with COPD is provided by
family carers, it is worth noting that spouses of patients are
typically elderly themselves and may suffer from health
conditions of their own, giving rise to an increased burden
on the carer. Whilst the literature on the impact of COPD on
the family or carer is sparse, some studies exploring patient
issues recognise the importance of family and carers and
discuss some of the central issues. Barnett (2005) discusses
the effects of COPD on family and carers, noting that the
effects of the patients enforced inactivity reduce the ability
of the family to engage in social activities, take holidays,
and enjoy a normal life.28 Carers expressed similar losses in
a study by Seamark (2004), and reported the effects in terms
of impaired social life, restricted shared experiences and
a future changed from the active, unrestricted future they
had previously expected.29 A study by Robinson (2005)
explores the physical and emotional effects of COPD on
family relationships, and reports varying levels of support
from family. In this study some patients described how their
condition led to friction in family relationships, and other
patients described how high levels of dependency were
problematic for both patient and carer.18 Family support is
a central feature of the lives of many patients living with
COPD. Whilst in many cases the support provided by family
and carers provides a lifeline for patients and contributes
to quality of life, it should also be acknowledged that the
burden of caring for a patient with COPD can have negative
effects on both patient and carer. The concept of ‘carer
burden’ has received some criticism in the caregiver litera-
ture, with some authors highlighting that positive aspects
of caregiving are well-reported and can exist alongside
‘burden’ as defined as a negative concept.33 Whilst the
current review did not identify any literature relating to
positive aspects of caregiving in COPD, it is acknowledged
that rewarding and positive aspects of caring may exist and
may additionally impact on improved patient quality of life.Appropriate use of resources, provider skill, and
patient-family satisfaction
Given the high symptom burden borne by patients with COPD
and their carers it is not surprising that patients have a high
level of contact with health services. This contact predomi-
nantly consists of visits to primary care to see either theGPor
nurse, or emergency admissions to hospitals for exacerba-
tions of COPD. Additional services such as specialist respi-
ratory nursing, district nursing, community matron teams,
and specialist palliative care are often limited or unavailable
for patientswith COPD.25,19,14 In a 2000 study comparing careneeds in advanced COPD and lung cancer, patients with lung
cancer had ready access to specialist palliative care whilst
COPD patients had no equivalent system of support. COPD
patients lacked any regular needs assessment at home and
their palliative care requirements were left unrecognised.
This was despite the finding that COPD patients had worse
activities of daily living, and physical, social and psycholog-
ical functioning than lung cancer patients.9
Both positive and negative attitudes towards health
professionals have been reported in studies of patients with
COPD. Seamark (2004) explored patient perceptions in COPD
and reported that the explicit discussion of diagnosis and
prognosis, treatment options, and a good relationship with
a health practitioner were rated positively by patients.
However a tension existed for patients regarding the role of
hospital clinics, specialist respiratory nursing, and disease
monitoring and surveillance. Hospital clinics were seen as
hard to access with variable quality of interaction, and there
was some ambivalence regarding yet another ‘stranger’ in
the context of specialist nursing.29 However carers have
reported that the support and expertise of home based
respiratory nursing is appreciated.19 In a study by Jones
(2004) few patients felt that any further input from the
primary care teamwould benecessary or realistic,with some
patients believing that further medication would not help
them.17 Oliver (2001) also reported that the success of the
relationship between the patient and the GP depended on
the level of empathy and support given at diagnosis, but this
relationship could strengthen over time.22Discussion
Considering the high prevalence and poor prognosis of
COPD, it seems surprising that the literature surrounding
the care needs of patients with COPD is relatively sparse.
Patients with COPD have a high symptom load and face
a life that is compromised through restricted activities,
social isolation and poor quality of life. Families and carers
of patients with COPD also face challenges and are often
required to provide physical and emotional support.
Despite the challenges faced by patients with COPD and
their families, information needs are often unmet and open
communication with health professionals is lacking.
Patients with COPD often require high levels of input from
health services, but receive little in the way of specialist
nursing, palliative care, or social and community support.
The research that is available makes a clear case for the
implementation of improved services and support for
patients with COPD. Patients with COPD often suffer from
multiple symptoms, and live lives restricted by the physical
limitations associated with their condition. Reduced phys-
ical functioning often requires intense emotional and
psychological adjustment, and many patients suffer prob-
lems such as anxiety, panic, and depression as a result of
their physical limitations. Other patients report the effects
of reduced physical functioning in terms of social isolation,
and reduced contact with the ‘outside world’. The impact
of COPD on families and carers is also acknowledged, many
patients require considerable care and are aware of the
restrictions their condition imposes on those around them.
Despite the obvious ‘needs’ reported, patients are often
164 C. Gardiner et al.denied access to the specialist services that would benefit
them and their families. This review reveals that currently
the majority of patient contact with health services is via
either the GP (for chronic or acute management) or via an
emergency admission to hospital (for acute management).
With increased community support patients with COPD and
their families may cope better with the condition and the
need for emergency hospital admissions may be reduced.
The ongoing development of the UK National Service
Framework for COPD promises to meet some of these
challenges and deliver improvements in the care of patients
with COPD. Key objectives for the NSF include the develop-
ment of a chronic care model for more pro-active manage-
ment in COPD, and the development of managed clinical
networks to effect co-ordinated change and consistent high
quality care within the NHS and social services.10
Information needs in COPD are often unmet and patients
with COPD and their families seldom have a complete
understanding of the condition and its prognosis. Whilst
prognosis in COPD is poor and mortality is high, patient
education regarding the implications of a COPD diagnosis is
often lacking. Potential barriers to the discussion of diag-
nosis and prognosis may include the uncertain illness
trajectory in COPD, and uncertainty amongst health
professionals as to how patients would view discussions,
and when they should occur. An open communication
approach, as advocated in palliative care, would seem to
be relevant in advanced COPD but does not seem to be
routinely applied. Within the field of oncology it is now
a requirement for health professionals who are a member
of a multidisciplinary team to attend a recognised
accredited communications skills course.34 Whilst there are
no such requirements for health professionals working in
non-cancer disciplines, and limited data are available
regarding patient-physician communication in COPD,
enhanced communication skills would potentially benefit
all patients approaching end of life, regardless of diagnosis.
The benefits of palliative care (management of pain and
other problems, physical, psychosocial and spiritual12) for
patients with COPD should be further investigated. The
absence of involvement of specialist palliative care services
in advanced COPD highlights the need for newmodels of care
which take into account the burden of living with COPD, and
address unmet needs in symptom management, quality of
life, information provision, social support and ultimately end
of life care. Whilst the literature described in this overview
provides convincing evidence of the negative psychosocial
impact of COPD, little data is currently available on strate-
gies to facilitate improved care of these patients. Whilst it is
hoped that ongoing research evaluating interventions such as
coping skills training35 will provide evidence for improved
outcomes in these patients, the challenges to providing
integrated long term health, social, and palliative care for
patients with COPD are likely to remain substantial, and
warrant continued research to guide the development of
appropriate interventions and care models.Conflict of interest
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